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Abstract
Background and objectives: People with dementia have been affected in unique ways during the
COVID-19 pandemic. It is not known whether the impact of the pandemic has changed with time or
with the changes in social restrictions. This study explored how experiences of coping with the
effects of the pandemic in the UK changed over time.
Research design and methods: We conducted semi-structured interviews with people with
dementia living in the community in England andWales who had taken part in a qualitative interview
at an earlier stage of the pandemic. We applied framework analysis to identify themes and compared
these with interviewees’ previous accounts.
Findings: Nine people aged between 51 and 89 years were interviewed; four were female and five
had early onset dementia. We identified three themes: 1. Navigating a changing world: Living with
coronavirus; 2. A ‘downward spiral’: Managing advancing dementia; and 3. Availability, accessibility,
and suitability of support. Findings reflect participants’ ongoing caution about re-emerging from
social restrictions to resume valued activities, and how this led to coping behaviours to minimise the
impact on wellbeing in the absence of formal support and services.
Discussion and implications:Despite easing of restrictions across the UK, the negative impact of
the coronavirus pandemic on people with dementia continues. Whilst individuals and services have
adapted to some of the challenges, there is now an opportunity to rebuild support networks and
services to ensure people with dementia are suitably advised, supported and socially engaged to
allow them to live as well as possible.

Keywords
COVID, Alzheimer’s, qualitative, coping, isolation

Background and objectives

Globally, more than 55 million people are living with dementia (World Health Organisation, 2021).
In order to ‘live well’, many individuals employ coping strategies, pursue meaningful activities, and
develop support networks, for example by joining dementia support groups (Weetch et al., 2021).
For those living in the community, these adaptations are fundamental in providing a sense of purpose
and facilitating continued independence and identity (Alzheimer’s Society, 2022). The outbreak of
the SARS-CoV-2 coronavirus in Wuhan, China, in December 2019 and subsequent declaration of
a pandemic in March 2020 (World Health Organisation, 2020) led many countries to implement
stringent public health measures to limit viral transmission, such as the wearing of face masks and
social isolation. For people with dementia, restrictions introduced in Britain resulted in closures of
vital support groups, limited opportunities for social contact, and reduced access to healthcare
services (Bannon et al., 2021; Clare et al., 2022; Giebel et al., 2021; Rising et al., 2022; Tuijt et al.,
2021). Moreover, the pandemic-enforced shift towards telemedicine in Britain served to amplify
existing inequalities in service provision, in addition to suitability and access concerns (O’Rourke
et al., 2021; Tuijt et al., 2021).

A systematic review of cross-sectional studies conducted early in the pandemic found these social
restrictions adversely affected people living with dementia, with declines observed in physical health,
behavioural and psychological symptoms, independence, and functional ability (Suárez-González
et al., 2021). Of particular concern were perceived losses in cognitive and communicative abilities
resulting from fewer opportunities to interact socially and practise skills; these fears were evident in
both quantitative and qualitative studies (Borelli et al., 2021; Boutoleau-Bretonnière et al., 2020;
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Brown et al., 2020; Canevelli et al., 2020; O’Rourke et al., 2021; Talbot & Briggs, 2021). Social
restrictions were also associated with increased isolation and loneliness (Banerjee & Rai, 2020; Hanna
et al., 2021), decreased physical activity (Di Lorito et al., 2021), and depression (Banerjee &Rai, 2020;
Rising et al., 2022). Taken together, these changes have the potential to negatively influence the ability
to ‘live well’ with dementia (Clare et al., 2022).

However, while these adverse impacts are certainly cause for concern, comparative and matched
longitudinal studies suggested a limited impact of the pandemic after one year of restrictions (Clare et al.,
2022; Sabatini et al., 2022). Self-report and informant data collected from the IDEAL cohort before and
during the pandemic indicated little negative impact on the physical health, mood, social connections and
relationships of people with dementia (Clare et al., 2022). Indeed, contrary to earlier cross-sectional
evidence, prevalence of depression and anxiety had decreased compared to pre-pandemic levels, with
reports of increasing optimism and satisfaction with support from family members. Authors attribute
these findings to the resilience of people with dementia in learning to adapt to an evolving context of
coronavirus, for example by implementing new daily routines, spending time in nature, and com-
municating with friends, family, and health and social care providers through remote methods (Clare
et al., 2022; Sabatini et al., 2022). Several qualitative studies have reported the use of such strategies to
aid coping (O’Rourke et al., 2021; Pentecost et al., 2022; Portacolone et al., 2021; Rising et al., 2022;
Stapley et al., 2022). Notably, however, these qualitative studies suggest the impact of the pandemic on
people with dementia is far more variable and nuanced than much of the quantitative evidence suggests.
Varying access to support, social interactions, and personal capacities in managing everyday life with
dementia and coronavirus have understandably affected individuals differently (Cousins et al., 2021).
Therefore, while quantitative cross-sectional and longitudinal studies are useful in presenting experiences
from larger cohorts, qualitative studies can provide additional depth in understanding beliefs, attitudes,
and experiences during this turbulent period. However, most of the available qualitative studies were
conducted in the early stages of the pandemic and there is a need to better understand how early impacts
on physical, cognitive, and psychosocial wellbeing have evolved over time.

The present study therefore adopted a qualitative approach to explore how people with dementia were
coping after 22 months of social restrictions in England and Wales. This is the first qualitative study to
follow the experiences of people with dementia during changing social restrictions over a significant
time-period. Specifically, we sought to understand whether previous coping strategies had been adapted
as restrictions eased; whether attitudes towards the pandemic, restrictions, and risk had changed; and
whether there was adequate health and social support in place to navigate the complex and evolving
reality of the pandemic. Uniquely, we can offer an in-depth contextual perspective by re-contacting
individuals interviewed during the first year of restrictions from May to July 2020, November to
December 2020 and January toApril 2021 and interviewing them again during the emergence of the new
Omicron variant in Britain fromDecember 2021 to January 2022.With this approach, we can offer novel
insight into the ongoing impact and emerging needs of people with dementia during the pandemic that
could help prepare for similar social health measures in the future.

Research Design and Methods

Design

This qualitative study forms part of the INCLUDE project (Identifying and mitigating the
individual and dyadic impact of COVID-19 and life under physical distancing on people with
dementia and caregivers; Clare et al., 2022; Quinn et al., 2022), a component of the British
IDEAL cohort study (Clare et al., 2014; Silarova et al., 2018) intended to explore the
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experiences of people with dementia and their caregivers in England and Wales during the
coronavirus pandemic using both quantitative and qualitative methods. INCLUDE built upon
in-depth interviews conducted between May and July 2020 as part of the IDEAL COVID-19
Dementia Initiative (IDEAL-CDI)(O’Rourke et al., 2021) and was developed in collaboration
with the IDEAL public and patient involvement group, ALWAYs. For a description of the
IDEAL, IDEAL CDI and INCLUDE studies see Table 1. INCLUDE participants completed
structured telephone or online interviews between September 2020 and April 2021 (Clare et al.,
2022; Quinn et al., 2022), and a subset of participants additionally engaged in qualitative semi-
structured interviews conducted either before (November to December 2020) (Pentecost et al.,
2022) or after (January to April 2021) (Stapley et al., 2022) the start of the vaccination
programme in England and Wales.

Table 1. IDEAL, IDEAL-2 and INCLUDE cohort studies.

Study Acronym definition Description

IDEAL (2014-2019) Improving the experience of dementia
and enhancing active life

A large cohort study with a quantitative
arm focusing on facilitators of, and
challenges to living well with dementia
for people with dementia and their
families and how this changes over time
as dementia progresses. Survey
interview data was collected when
participants joined the study, and again
one and 2 years later

IDEAL-2 (2018-2022) Improving the experience of dementia
and enhancing active life - 2

A continuation of the IDEAL cohort
study, following IDEAL participants for
three additional time points over a 3-
year period

IDEAL-CDI (2020) IDEAL COVID-19 dementia Initiative A COVID-19 qualitative sub-component
of the IDEAL programme, established
in April 2020

INCLUDE (2020-2022) Identifying and mitigating the individual
and dyadic impact of COVID-19 and
life under physical distancing on people
with dementia and carers

A sub-component of IDEAL. A survey
with a small qualitative arm designed to
examine the impact of the COVID-19
pandemic and resulting restrictions on
IDEAL participants. Structured
interview data were collected once
during the second wave of the
pandemic Sep 2020-April 2021. Semi-
structured qualitative data were
collected at 3 time-points: 1) before
and 2) after commencement of the UK
vaccination program in late 2020/early
2021 and 3) (the current study) during
restrictions to protect from the
emerging new Omicron variant in late
2021-early 2022
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Here, we report findings from a further round of qualitative semi-structured interviews
with people with dementia conducted between December 13, 2021, and January 25, 2022,
after the programme to deliver second vaccinations was completed and during the emergence
of the new Omicron variant in England and Wales. On December 8, 2021, measures were
introduced in England to limit transmission of the new Omicron variant and to protect the

Figure 1. Timeline of public health restrictions in England and Wales between March 2020 and January
2022 and stages of data collection.
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National Health Service (NHS) from becoming overwhelmed. These measures included
wearing face masks inside public venues and working from home. Coronavirus infections
reached 4.3 million cases in the week ending January 9, 2022 (Office for National Statistics, 2022).
See Figure 1 for a timeline of the pandemic restrictions in relation to timing of study interviews.
Caregivers’ experiences were explored in a parallel study reported separately.

INCLUDEwas approved byWales Research Ethics Committee 5 as an amendment to the IDEAL
ethical approvals for England and Wales (18/WS/0111 AM12 and 18/WA/0111/AM14). IDEAL is
registered with the UK Clinical Research Network (UKCRN), numbers 16593 and 37955.

Participants and Procedures

We identified 29 people with dementia who had previously taken part in semi-structured interviews
for the IDEAL-CDI or INCLUDE studies (see Figure 2 showing the numbers recruited from each of
the previous three timepoints during the pandemic). Of these participants, 17 were eligible and had
indicated a willingness to participate in future research and were contacted by telephone or email
with information on the study. Inclusion was determined by availability and ability to provide verbal
informed consent.

Interviews were conducted by either telephone or Zoom, according to participant preference.
Informed consent was audio-recorded and a copy of the consent form was emailed or posted at the

Figure 2. Numbers recruited from each of the three timepoints during the pandemic: Reasons for
withdrawal prior to checking eligibility and further dropout prior to interviews.
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participants’ request. Interviews lasted between 23 and 45 min, and were conducted by ED, a trained
graduate researcher experienced in conducting interviews with people with dementia. A topic guide,
adapted from previous INCLUDE interviews, was used to explore ongoing experiences of the
pandemic and how people felt about the emerging Omicron variant (see Supplementary Materials).
Questions focused on changes in coping, routines, and social contact, access to support and in-
formation, and suggestions on how participants could be best supported by healthcare professionals.
Personalised prompts were used to follow up on earlier experiences. These prompts were based on
notes ED had made before starting the interviews, having read each participant’s IDEAL-CDI or
INCLUDE transcript to aid familiarisation and personalise interview questions. All interviews were
audio-recorded and professionally transcribed verbatim.

Analysis

Framework analysis was used to guide thematic analysis of the transcripts (Gale et al., 2013) following
the five stages of familiarisation, identification of a thematic framework, indexing, charting and
mapping and interpretation. This was the same approach taken when analysing the earlier IDEAL-CDI
and INCLUDE studies. Analysis was conducted by a core team consisting of ED, RC, CP and SS, all
of whom had prior involvement in analysing data from IDEAL-CDI and/or INCLUDE and were
therefore familiar with the participants and the topics derived from previous interviews.

Familiarisation involved the core analysis team listening to audio-recordings and reading and
annotating transcripts. Transcripts and field notes made immediately after each interview were read
alongside each participant’s IDEAL-CDI or INCLUDE interview and similarities and changes to
previous experiences were noted.

The coding frameworks, themes and subthemes from previous analyses of INCLUDE and
IDEAL-CDI qualitative data were used to form an initial deductive framework that was discussed
and agreed with the wider team. This framework was applied to four randomly-selected transcripts
and coded by ED using NVivo 12 (QSR International, 2020) and new inductive codes were added.
ED checked both within and between cases of the four transcripts to monitor consistency of coding,
iteratively refining and developing codes as required. ED and RC discussed and agreed the
framework and code descriptors then ED continued to apply the devised framework to the remaining
transcripts (indexing) while checking within and between all nine interviews. To ensure meth-
odological rigour, CP reviewed the framework and independently coded four randomly selected
transcripts to confirm its consistent application.

Charts of the coded text were created to scrutinise the data to identify themes and map any
patterns in responses over time. Emerging themes and subthemes across timepoints were discussed
with the whole team continually and agreed. Finally, key data were identified that informed rec-
ommendations to better support people with dementia in the future.

Findings

Nine participants aged between 51 and 89 were interviewed, five of whom had young-onset de-
mentia (see Table 2). Four were female, five lived alone and five were university educated or had
professional qualifications. Alzheimer’s disease was the most common diagnosis (67%); two
participants had frontotemporal dementia and one had mixed dementia. Time since diagnosis ranged
from 3 to 8 years. A summary of participant characteristics can be found in Table 2.

Three key themes were derived from the analysis, reflecting the changing experiences of people
living with dementia nearly 2 years into the pandemic: 1. Navigating a changing world: Living with
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coronavirus, 2. A ‘downward spiral’: Managing advancing dementia, and 3. Availability, acces-
sibility and suitability of support. How participants’ experiences of the pandemic changed over time
are outlined in Table 3. Further illustrative quotes are provided in Table 4.

Navigating a Changing World: Living with Coronavirus

With public health restrictions and surging cases of the highly infectious Omicron variant in Britain,
people with dementia were again being forced to adapt to a “whole new world” (P02) in December
2021 and January 2022. Reflecting on earlier experiences, attitudes, and coping strategies, this
theme highlights the changes people with dementia had made almost 2 years into the pandemic and
how some facets of their lives were being restricted, while others were expanding.

Restricted: ‘What I’m Living Now is no Kind of Life’. Despite increasing freedoms following the lifting of
the most severe social restrictions, such as ‘stay at home’ orders (see Figure 1), coronavirus
continued to limit participants’ lives. Uncertainty about the new Omicron variant dominated in-
terviews conducted in December 2021, with concerns raised over national preparedness to cope, and
what it could mean for public health and future plans:

“It’s actually worse, in a way, because there’s more unknown than when we spoke before...right now,
today, we’re in the unknown beginning of almost a whole new world...it feels even more uncomfortable
and scary now.” (P02)

As time elapsed and Omicron became regarded as less “virulent in its effects than the other outbreaks”
(P04), new concerns began to appear, with the public seen as being “much more laissez-faire about the
way [they] behave in public than they used to be three or 4 months ago” (P04). Although mask-wearing
and social distancing were no longer compulsory, disregard for these measures left several participants
fearful of situations where they might encounter large groups of people, such as on public transport or at
the theatre: “I don’t want to take those kind of chances” (P02).

For many, the transfer of responsibility from national, Government-imposed restrictions to the individual
meant consciously limiting their meaningful activities, such as attending social events, exercise classes,
travelling, and isolating themselves from society to protect themselves and others from potential harm.

“I have to be severely careful of how I go about it. That takes away a certain freedom which I would have
had in the past...I have to think where I go, what time I go. What the places would be like.” (P04)

Indeed, seven participants were imposing additional restrictions over and above those required by
law, such as not going out and avoiding crowds, and relying instead on solitary activities within the
home such as knitting, reading, and watching television to remain occupied: “I sort of entertain
myself a hell of a lot, really” (P08). After almost 2 years of restrictions, the impact of sustained
isolation and limited stimulation had, perhaps unsurprisingly, led to a marked decline in mental
wellbeing for some, most notably in those aged 81-90 who lived alone: “I don’t have any energy or
enthusiasm to pick up a hobby of any sort” (P01).

“It’s getting a bit depressing...what I’m living now is no kind of life. I don’t enjoy my life at all and I’ve
always enjoyed my life” (P07)
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Table 3. Comparison of participants’ experiences across the pandemic.

Participant
ID Key experiences from previous interview Key experiences from current interview

IDEAL-CDI (May-July 2020) (Dec 2021 – Jan 2022)

P01 • Acceptance of situation; comfort through
religion

• Lives with his wife who also has Alzheimer’s
disease

• Remote support from family
• Welfare calls from a charity

• Increasingly isolated and lonely
• Limited stimulation, apathetic; routine based
solely on visiting and calling wife who now lives
in a care home

• Remote support from family and friends;
practical help from his cleaner

• Mobility severely impeded
•Welfare calls from a charity, social services, and
memory clinic

Pre-Vaccine Rollout (Nov-Dec 2020) (Dec 2021 – Jan 2022)

P02 • In-person dementia groups are closed
• Fear of decline in communication skills
• Increased anxiety going out
• Use of remote communication (social and
dementia advocacy groups)

• Helping others
• Lacked reassurance from healthcare services
and advice on effective coping strategies and
staying safe

• In-person dementia groups are closed
• Decline in communication skills; practicing in-
person where possible

• Anxiety remains high; avoiding others and
restricting public transport use

• Keeping busy and helping others
• Emerging need for emotional support
• Difficulties with healthcare provisions – delays,
lack of adequate dementia training

P03 • Anxiety linked to dementia and lenient
coronavirus restrictions

• Developing skills and coping strategies at
home

• Weekly contact with a healthcare
professional offering practical and emotional
support

• Use of remote communication (social and
dementia advocacy groups)

• Increasing anxiety as dementia progresses and
coronavirus restrictions have eased; avoiding
others and restricting public transport use

• Learning new skills to limit dementia decline
• Dementia groups using blended approach
(online and in-person)

P04 • Use of remote communication
Increased caution going out

• Reduced social contact and limited
stimulation

• Stoic and resilient, keeping busy

•Use of remote communication has ‘become the
norm’

• Continued caution going out; loss of personal
freedoms due to general public’s disregard for
safety

• Stoic and resilient, keeping busy
• Decline in communication skills; practicing in-
person where possible

(continued)

Dawson et al. 769



Table 3. (continued)

Participant
ID Key experiences from previous interview Key experiences from current interview

P06 • Use of internet (e.g. shopping) and remote
communication

• Dramatic change to diet and exercise to
combat diabetes

• Increased anxiety going out; avoiding others,
practicing rigorous hygiene

• Keeping busy at home

• Use of internet (e.g. shopping) and remote
communication

• Health changes not maintained to the same
level

• Continued anxiety to go out; less fixated on
hygiene

• Socially withdrawing; content at home
Poor support from healthcare services; limited
access

P07 • Limited impact as lives alone in rural location
• Access to library limited but receiving books
by delivery

• Family visit infrequently; use of remote
communication

• Keeping busy, going out when rules allow,
practising skills

• Significant decline in mental wellbeing
(depression)

• Increasingly isolated at home; not going out
• Decline in dementia and physical wellbeing;
doesn’t feel safe

• Practising skills at home

P09 • Concerns over lost independence
• Some in-person dementia groups have
resumed

• Keeping busy and active, taking each day as it
comes

• Helping others
• Use of remote communication

• Uncertainty around Omicron variant and
implications for future

• Keeping busy and active
• In-person dementia groups have resumed
(blended approach)

• Helping others, volunteering
• Improved sense of community

Post-Vaccine Rollout (Jan-Apr 2021) (Dec 2021 – Jan 2022)

P05 • Support from spouse and family (practical and
emotional)

• In-person dementia groups are closed
• Routines aid focus

• Continued and increased support from spouse
and family

• In-person dementia groups have resumed;
enjoys stimulation

• Routines aid focus; increased use of memory
aids

• Increased episodes of confusion

P08 • Use of remote communication (social and
dementia advocacy groups)

• Isolated; lacking meaningful conversations
• Decline in memory and thinking skills (e.g.
word finding)

• Exercise an important coping mechanism
• Driving is ‘my freedom’

• Increasingly isolated; lacking meaningful
conversations

• Dementia advocacy and social groups
permanently closed; lost contact with peers
and advisers

• Decline in communication skills
• Exercise an important coping mechanism
• Driving continues to facilitate independence
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Table 4. Themes, subthemes and illustrative quotes about the ongoing impact of the coronavirus pandemic on
people with dementia.

Themes Subthemes Illustrative quotes

1. Navigating a changing
world: Living with
coronavirus

1.1 restricted: ‘What I’m living
now is no kind of life’

“you’ve got a choice and sort of say, ‘Oh, well, it
would be nice to go to such-and-such a place’,
and you think, ‘well, yeah, it’s nice but it’s too
scary to do it’, so you don’t do it because it’s not
a necessity. And so that’s wrong. That’s wrong.
You shouldn’t be restricted from doing things
through fear!” (P02)

1.2 expanding: ‘it feels a bit
more normal’

“You see people are much more aware than they
were in previous times of the necessity to be
immunised…And that was quite astounding
how quickly that changed. And I thought it was
very positive.” (P04)
“Certainly, the groups that I’ve been involved
with are slowly got back to normality, albeit
reduced numbers.” (P09)

2. A ‘downward spiral’:
Managing advancing
dementia

2.1 deteriorating skills “my verbal skills are not anymore as good as they
used to be…it takes me more time to express
something. So, I’m coming nearer the stage
where you get locked in and you understand
everything that is said, but to express it and
react to it is more difficult. Because you lose
your practise…Your skills go away if you don’t
practise them” (P04)

2.2 ‘Use it or lose it’: Strategies
to maintain skills and
independence

“Oh, yes, I’ve tried to keep my mind occupied,
what’s left of it… It’s the only thing that there is,
you know, to keep my mind at least ticking
over. I don’t knowwhat would happen if I didn’t
do that.” (P07)
“The more you learn…re-learn something, the
more the brain has to work at it and get that.
And the more you…the brain has to work, that
keeps the dementia at bay, because
your…you’re not letting it… it’s like I’m not
going to let the dementia win” (P03)

(continued)
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Expanding: ‘It feels a bit more normal’. While many faced challenges, there was also a sense that life
was “getting better” (P08) as opportunities to socialise in-person and resume valued activities
increased. Several dementia support programs had reconvened, offering stimulation and variety that
was previously missing: “we’re back at the farm, and dancing…it’s nice to share it with other
people” (P05). For some, adapting to these changing circumstances was a vital step towards
achieving some semblance of normality: “you’ve got to get on with life…life is for living” (P05).

Recognising the importance of re-entering a previously restricted world, several participants living
with young-onset dementia continued to rely on now habitual protective health measures to mitigate the
risk of coronavirus. Masks, once considered to be an inconvenience, had become an “extra bandage”
(P03) for personal safety, enabling this participant with anxiety to “get me out of the house” (P03).
Furthermore, vaccinations, which bore little significance to participants in earlier interviews as re-
strictions kept them at home, were now viewed as a “necessity” (P04), and the national surge in uptake
“for the benefit of the community” was “a beautiful thing to see” (P02). For several participants, this
symbolised a positive shift in society and the reinstatement of a, feared lost, community spirit:

“There was a feel before COVID that our society was breaking down…and everybody was on the take
rather than on the give; and suddenly…the spotlight has completely turned round” (P02)

During periods of stricter public health measures where social mixing was not permitted, remote
technologies such as Zoom, FaceTime and WhatsApp were fundamental in maintaining participants’
relationships with family members and friends. Interestingly, while the return of in-person meetings
was highly valued, seven participants had embraced a more blended approach to communication, as
“modern technology” became “part of a norm” (P04). For those increasingly isolated at home, these
virtual methods of communication could keep them connected in an otherwise shrinking world.
Furthermore, the initial shift to online shopping during periods of strict national confinement became

Table 4. (continued)

Themes Subthemes Illustrative quotes

3. Availability,
accessibility and
suitability of support

3.1 Support from family and
friends

“A number of people – four or five people – will
ring me at least once a week. And that’s
a Godsend. Because I can speak with them and
give them the update on how my wife is – not
that much development usually – but it is nice
to speak with somebody, as you can imagine.”
(P01)

3.2 Support from formal
services

“The only thing which is a definite lack of support
is from the GPs. There is no support
whatsoever…I don’t even like ringing up
because you feel you’re intruding” (P06)
“for somebody with Alzheimer’s disease, I
mean, you’ve still got your own personality.
They’re not all…people aren’t all the same…I
mean, they do have people who go round and
talk to people, don’t they, and check in on them
a couple of times a week? That’s nice for some
people, but…it would drive me mad.” (P07)
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a permanent change for some, welcoming the greater convenience and choice it offered. Many
participants also continued to spend time in nature, for example relaxing in private gardens and
exercising in local parks, as it conferred additional benefits: “it keeps the mood up” (P08).

A ‘Downward Spiral’: Managing Advancing Dementia

Initial fears of accelerated decline evident in earlier interviews were being put to the test as in-
creasing opportunities for social interaction and meaningful activities arose. This theme therefore
reflects participants’ new concerns and the strategies they were implementing to preserve skills and
maintain their independence.

Deteriorating Skills. Almost 2 years into a world with social restrictions intended to protect physical
health, participants’ earlier fears of accelerated decline and “suspicions of change have been
confirmed” (P02). Reported losses were broad, including worsening memory, concentration,
motivation, navigation, and administrative skills. This was a source of grave concern and frustration:
“I have moments when I forget what I’m doing, or why I’m doing it. And I find that a bit frightening”
(P05). For one participant who was socially withdrawing due to age, these changes meant
meaningful, home-based activities such as woodwork becamemore difficult: “I do have to be careful
what I’m doing now, because my brain no longer works in the same way that it used to” (P06).

The most notable losses were in communication skills as opportunities for social integration
returned, highlighting the scale of the change to both themselves and others. For some, this decline
has left them feeling “quite awkward with people,” reaching a point where “I can’t talk anymore.
I can’t take it in anymore” (P08). Others were cognizant that they “now have a bigger disability”
which, left unaddressed, could lead to further loss of skills, confidence, and isolation:

“…you talk less, because you don’t want to be highlighting it. And that, then, is like a vicious downward
spiral, isn’t it? Because you’re practising it less, you become even worse at it. And therefore, you avoid
people more and more, and the level of isolation gets bigger and bigger” (P02)

This metaphorical ‘downward spiral’was being realised for one of the oldest participants, for whom
living alone was drastically becoming less viable as her dementia progressed and coronavirus
restricted her already limited social interactions:

“It’s getting so much worse… of not knowing anything, not remembering anything, not being able to do
anything… The virus is just an excuse to just sit here and rot…[and] the longer I don’t go out, the less I’m
inclined to” (P07)

To address this observed decline and worsening emotional wellbeing, one participant thought support
from someone professionally trained for himself and other people with dementia would be useful: “Even
though they [people with dementia] still need it just as much as anybody else…it doesn’t exist” (P02).

‘Use it or Lose it’: Strategies to Maintain Skills and Independence. Considering their declining abilities,
there was a clear resolve among many participants to identify strategies to limit further decline: “I’m
not going to let the dementia win” (P03). Typically, these were cognitive and functional strategies
such as using memory aids, frequenting familiar places and practising affected skills, though some
also focused on improving their physical health through diet and exercise (P06, P09). While similar
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strategies were discussed in earlier interviews, motivated by a ‘fear of decline’, the tone had shifted
at this time-point, with greater significance placed on addressing the new realities of their dementia
and re-evaluating what is possible as the world “opens up” (P02). For some, the renewed social
freedoms were welcomed as they offered an opportunity to “combat” (P02) deteriorating com-
municative skills and practise meeting in-person, for example through peer support groups:

“The more you are with other people and talking with other people and listening to other people and
fighting to be part of a conversation and that sort of thing, the more you’re exercising those skills, the
longer they will remain, despite the fact dementia is taking it away.” (P02)

Implementing these strategies was viewed as fundamental in continuing meaningful activities and
therefore maintaining a sense of purpose. For example, several participants ascribed great meaning to
driving, both to facilitate their independence in daily life, and as a measure of their cognitive abilities:
“if I didn’t have the car, I wouldn’t go out at all” (P07) and “once I lose my driving licence, it means
I’ve lost my mind, doesn’t it?” (P06). However, unlike earlier interviews, signs of dissonance were
emerging in some, with some participants having to “override” (P06) their disinclination to practise
skills and engage in stimulating activities: “it’s really easy to say ‘I don’t want to, but I have to, it’s been
a hard day, but I have to,’ so…I usually just make myself do these things” (P03).

Some discussed strategies they used to compensate for their advancing dementia and had self-
awareness of how their dispositions and past experiences influenced their ability to cope: “I’m very
fortunate. I still have a lot of…educational capital that has helped me to do so well for such a long
time. I’m pleased that I have that.” (P04).

Availability, Accessibility and Suitability of Support

With new difficulties emerging in the context of an evolving pandemic and advancing dementia,
participants discussed their support provisions at both a formal (i.e. health and social care) and
informal (i.e. family, friends, neighbours) level. This theme therefore addresses the availability,
accessibility, and suitability of participants’ support networks at this stage of the pandemic, in-
cluding their recommendations for medium- and long-term improvements.

Informal Support. Finely-tuned coping strategies and pre-established informal networks meant
several participants felt sufficiently supported and confident they had a “battery of people” (P01)
they could call upon, and several spoke of how family, friends, and neighbours continued to offer
invaluable social, emotional, and practical support. Inevitably, the degree and mode of support
received varied by individual need, though the majority, including those most self-sufficient, re-
ported continued social relationships via telephone, video calls, and, where comfortable, in-person
meetings. Others appreciated more tangible support, such as domestic cleaning, shopping deliveries,
and accompaniment to medical appointments: “luckily, she was allowed to come with me-
…otherwise…I’d be still walking around now looking for [the hospital department]” (P03).

For some participants facing additional barriers to their independence, such as immobility and
reticence to go out, virtual contact from family and friends was considered a “Godsend” (P01) in
keeping them connected with the outside world. For others, the easing of restrictions revealed gaps
in their support networks, highlighting new needs: “that’s what I’d like…social interactions” (P08).
Despite recognising these growing needs, older participants who lived alone were hesitant about
asking for and accepting informal support. One participant who was staunchly independent and
repeatedly affirmed “I don’t want anybody looking after me” (P07) had declined markedly since her
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interview 12 months prior. She commented “I’m not really fit to be on my own now” (see Table 3).
She continued to express her wish to be independent, saying for example “I’m not going any-
where…to the bloody hospital or [having] a carer or anything like that.” This determination to avoid
receiving support raised questions about how she would cope in the future.

Formal Support. Inequalities and variability in access to support were apparent in participants’ ex-
periences of both health and social care. Perhaps unsurprisingly, five participants with existing
connections to individuals and organisations, including charities, local authorities, dementia support
programs, advocacy groups, designated healthcare professionals and welfare calls, were more likely to
be receiving continued support or, at the very least, knew where they could go should they require it:

“luckily…because of all the business work I do in the dementia community, I actually have individual
contact, or through a group” (P02).

Several of these participants attended various virtual and in-person groups, appreciating the social,
emotional and practical support they offered. In stark contrast, one participant with young-onset
dementia had endured permanent closures of valued support programs during the pandemic, leaving
her with limited opportunities for stimulation and peer support from people who “get it” (P08).
Reconfiguration of a national dementia charity, forced by financial losses during the pandemic, left
this participant feeling abandoned, as phone numbers she had for advisers and group organisers no
longer worked making it “quite difficult to get the information…you’ve got to go looking for it…But
it’s got to be life or death for me to make a phone call” (P08). Asked whether a more proactive
approach from charities would be an effective form of support, she agreed:

“Unless I write a note to myself and then go to the computer and email them, it isn’t going to happen.
Whereas…if I get an email come throughwith a bit of information on it, then that…primes thememory” (P08)

Notably, several participants were not receiving any social support for their dementia at this stage of
the pandemic, instead demonstrating signs of social withdrawal: “I can’t do with socialising. No,
people get on my nerves” (P07).

Since initial accounts were collected early in the pandemic, difficulties with healthcare services
had dominated participants’ experiences (see Table 3). Many of these difficulties, including lengthy
delays in medical appointments and difficulties seeing usual medical staff were still evident almost
2 years on, causing some to have “absolutely no faith” (P01) in their primary care provision:

“If you’re sort of at death’s door where you can have a [telephone] appointment in three weeks but we’re
still not going to see you, it doesn’t instil confidence, does it?” (P06)

Despite this, the majority of participants had in fact accessed some form of healthcare (e.g. dentists,
general practitioners, hospital appointments) in recent months, suggesting that availability had
increased. Many valued continuity of care with known health professionals as their familiarity with
dementia instilled confidence about accurate assessments, most commonly for driving licence
renewals, and management of health conditions. Some even willingly accepted delays so that they
could see their ‘own’ practitioner:

“the practitioner knows me, and I know him. And that makes it much easier to diagnose things more
quickly” (P04)
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However, these positives were often negated by the perceived unsuitability of remote consultations and
telephone triage by individuals that were not “dementia trained” (P02). For example, participants
continued to feel theywere unable to adequately express themselves by telephone due to forgetting key
information, were rushed by time-limited appointments, and felt unheard by practitioners:

“Just take their time and wait a minute, basically. Because sometimes, if they rush you…I just find it more
confusing” (P05)

Participants’ recommendations for improving healthcare experiences therefore sought to address
these difficulties and re-establish a prompt and person-centred approach.

Discussion and Implications

To our knowledge, this is the first qualitative study to compare the experiences of people with
dementia across different stages of the coronavirus pandemic. Our findings centred on narratives of
restriction and expansion as attempts to re-enter society were met with overwhelming caution and
the compromising of valued activities. Periods of protracted isolation and loss of meaningful
pastimes were believed to contribute to worsening of cognitive, functional, and psychological
wellbeing; however, there was clear resolve to identify and implement strategies to mitigate these
changes. Furthermore, existing difficulties such as disparate access to support, and limited social
networks had been amplified by the pandemic, raising questions about the preparedness of people
with dementia to re-enter this new world without adequate support. Our findings have implications
for future restrictions or new pandemics, and wider implications for support needs for people with
dementia which the pandemic has served to highlight further.

In keeping with previous research early in the pandemic (Suarez-Gonzalez et al., 2021), per-
ceptions of accelerated decline in cognitive and functional domains were apparent, although changes
in cognition and function during the pandemic were to be expected, given the progressive nature of
dementia (Clare et al., 2022). Initial fears that skills had been lost were, in part, realised by par-
ticipants in this study; they reported that increased opportunities for social reintegration and re-
sumption of some meaningful activities revealed marked changes in communication and language
abilities. Difficulties in remaining mentally stimulated and avoiding a vicious ‘downward spiral’ of
increasing disability, mood, and further isolation were compounded by self-imposed cautious
behaviour associated with fears of catching the Omicron variant, even when statutory restrictions
were lifted. Our findings uphold early concerns about the impact social isolation may have on
psychosocial wellbeing (Clare et al., 2022; Pentecost et al., 2022; Rising et al., 2022), highlighting
the distress caused by awareness of negative changes attributed to reduced social activity and doubts
about whether such skills can be restored. Encouragingly, this study, similar to earlier research
(O’Rourke et al., 2021; Pentecost et al., 2022; Stapley et al., 2022), found people with dementia
continued to exhibit signs of resilience, responding to new challenges by identifying new and
existing strategies to support everyday life with dementia.

Nonetheless, it is vital that, in the event of a future pandemic, people with dementia are proactively
offered advice on coping strategies to empower them to adjust to protracted periods of social re-
strictions and any associated anxiety in order to increase the likelihood of successful adaptation and the
continuation of meaningful activities that support their ability to live well. As we emerge from the
pandemic and to counter the ‘downward spiral’ of the effects of self-imposed cautious re-engagement
with the world, welfare checks could, for example, offer support for emotional wellbeing, strategies for
contingency planning, and advice on social engagement (Tuijt et al., 2021; Yates et al., 2019). A recent
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meta-synthesis found that, provided they have access to sufficient resources, people with dementia can
effectively maintain continuity in their lives (Górska et al., 2018).

However, our findings also highlight the longer-term disruption of the pandemic on resource
provision, emphasising how important these are to people living with dementia. Initial closures of
valued in-person dementia support groups early in the pandemic were a source of distress and
anxiety for many people with dementia (Pentecost et al., 2022). Twenty-two months on, this study
found that only some of these groups have resumed while others have permanently closed. Dementia
support programs can provide people with meaningful activities and a sense of purpose, offer
a source of valuable peer support, and grant access to volunteers and trained advisers, all of which
can improve self-confidence and independence (Clarke et al., 2013; Weetch et al., 2021). For those
groups that have restarted, a ‘blended’ online and in-person approach has been widely adopted;
generally, this has been well-received for those who can gain access (Masoud et al., 2021). We also
found that people with dementia with pre-existing connections to formal services and peer support
groups were less adversely affected than those with limited social networks, perhaps due to per-
ceived or actual availability of support (Pentecost et al., 2022; Smaling et al., 2022), indicating
another disparity in access to support which needs to be addressed. Although pre-dating the
pandemic, such inequities have been magnified by it. Focusing on integrated systems of post-
diagnostic support in primary care (Bamford et al., 2021) may help to ensure people with dementia
and their families are not missed at any time, and especially during times of public health crisis.

By exploring differences in the experiences of people with dementia over time, this study offers
new insights into the ongoing impact of social restrictions during the coronavirus pandemic and its
possible legacies. Nevertheless, it is not without limitations. In order to achieve our comparison,
recruitment was limited to a pool of participants who had previously taken part in IDEAL-CDI or
INCLUDE interviews (O’Rourke et al., 2021; Pentecost et al., 2022; Stapley et al., 2022) and were
able to be interviewed at this time point. The sociodemographic profile of our sample was limited to
white British individuals mostly living with young-onset dementia, and four of the nine participants
were University educated. Capturing the experiences of people living with young-onset dementia is
a strength of this study; however, it is important to acknowledge that those individuals with more
severe dementia or from other ethnic groups or backgrounds may have faced unique challenges not
accounted for by our findings (O’Rourke et al., 2021). Notwithstanding, our findings offer novel
insights into the effects of changing social restrictions on people with dementia 22 months into the
pandemic in the UK, highlighting the complexities of navigating a new world with variable support
and cognitive resources.

Conclusions

Although people with dementia demonstrated resilience and a capacity to adapt to the pandemic,
mitigation of the negative consequences of restrictions highlighted in this study will likely necessitate
some form of coordinated effort from people with dementia, their family members and friends, and
adequately funded health and social services moving forward. However, as this and earlier studies
demonstrate, existing inequalities in service availability and suitability, including delays in receiving
care, logistical barriers, diminished confidence in providers, and closures of dementia support pro-
grams, will need to be addressed in order to offer equal and effective support to people living with
dementia (Tuijt et al., 2021; Van Horik et al., 2022). Certainly, without timely, proactive, and per-
sonalised care, social isolation and disablement is likely to continue unchecked, thereby limiting the
ability of people with dementia to reintegrate into society as they choose. Therefore, as communities
look to rebuild these support networks and services, it is critical we learn from the experience of the
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pandemic and do not miss the opportunity at an individual, societal, and political level to improve the
availability, accessibility and suitability of advice, support, and social interaction which will ensure
people with dementia are sufficiently supported and empowered to live well.
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